When one is sick and two need help: Caregivers' perspectives on the negative consequences of caring
Introduction
As Canadians age, the reliance on informal or family caregivers to support those with chronic illness at home becomes increasingly important to individuals, the healthcare system and to society more broadly 1 . Informal caregivers are those who provide care and assistance, without pay, for family members and friends and play a crucial role in maintaining the health, well-being, and quality of life for people otherwise at risk of losing their independence 1, 2 . In 2012, about 8.1 million individuals, or 28% of Canadians aged 15 years and older, provided care to a family member or friend with a long-term health condition, disability or needs related to aging in general 3 . The term 'caregiving' is used to describe a wide range of activities, such as driving someone to appointments, preparing meals, helping with bathing and dressing, and/or administering medical treatments, and may involve relatively low to high intensity engagement of the caregiver 3 . Informal caregivers provide approximately 80% of these care needs for people with chronic health issues, valued in 2009 at around $25-26 billion in Canada as a contribution to our healthcare system, including around $5-$6 billion in unpaid work each year in Canada 2, 4 .
In studies of caregivers' perspectives, participants have reported many positive consequences and personal benefits related to caring for a spouse, family member or friend, when ill 5, 6 . The negative consequences have also been documented and are substantive, including physical, psychosocial and financial burdens, such as reduced work hours, that potentially interfere with the sustainability of caregivers' contributions 6, 7 . Many studies have demonstrated that providing care for aging family members imposes a burden upon caregivers' health 8, 9 with negative health outcomes including depression and overall poor health such as compromised immune systems, higher blood pressure, sleep difficulties, fatigue, cardiovascular disease, poor immune functioning, or burnout 8 . Most alarming, however, is the evidence that identifies caregiving, particularly for older caregivers experiencing mental or emotional strain, as a risk factor for mortality 10 , although there is some debate about this 11 . And more recently studies in the UK, USA and Australia have demonstrated that youth caregivers are substantially more absent from school due to family caregiving responsibilities 12 and in Canada about 12% of people under 18 years old are involved in caregiving 13 . Further, caregivers are at a greater risk for abusing the care recipient as a consequence of stress and burden 14 . Caregivers experience a range of psychological complications as well, including fear, hopelessness, mood disturbances, anxiety, and depression at rates which often surpass those of the patients for whom they provide care 15 . As well, time taken to perform caregiving responsibilities is time away from other responsibilities, social activities and personal relationships, all of which may add to a caregiver's emotional stress, sense of isolation, and feelings of being overwhelmed 15 . Finally, caregiving is often associated with enhanced financial pressures, particularly when they may be required to limit working hours or turn down career opportunities due to unpaid caregiving duties 2, 16 .
The limited recognition of these challenges in policy formulation 17 in Canada suggests that caregivers are primarily conceptualized as a 'resource' in today's healthcare system rather than a valued partner in the provision of care, or as a 'co-client' potentially in need of care 16, 18 . Despite their crucial role in supporting the health of older adults, practical, social, emotional, informational and financial support for unpaid caregivers is lacking or inconsistently available, which can have a negative impact on the quality of care that they provide 19 . It is not surprising that as a result, caregivers are often dissatisfied with their limited level of involvement 20 .
Despite the overall recognition of the negative health and social consequences of caregiving, we know less about caregivers' self-identified reasons regarding why and how their health is negatively affected. From a patient-centered perspective there is also a need to better understand caregivers' perspectives on potential solutions to reduce or prevent these negative experiences and impacts.
In this article, we present key findings from a qualitative study of caregivers' narratives with respect to factors contributing to the negative health and social consequences of caring. Although caregivers shared many of the joys and benefits of engaging in their role (as can be viewed in the online presentation of results at www.healthexperiences.ca), here we focus on how they spoke about underlying causes of ill health and other negative impacts experienced as caregivers.
Design and Methods

Design
This study adopted a phenomenological approach to qualitative inquiry which enables a focus on subjective, lived experiences 21 .
Methods
In-depth, qualitative interviews 22, 23 were conducted with a diverse sample of caregivers across Canada using audio/video recording as per standardized procedures established by the Health Experiences Research Group at Oxford University 24 . Inclusion criteria included adult caregivers (18 years of age or older) who cared or had cared for a family member or friend with a chronic physical illness, (caregivers of care recipients who had cognitive problems or a diagnoses of mental illness as their primary diagnosis were excluded). We employed a participatory research approach to ensure the relevance of this work to caregivers and clinicians' roles in real life, and to promote learning with respect to the conduct and use of research amongst our team members 25, 26 . We established an expert advisory panel to meet over the course of the project that included clinicians, researchers, and caregivers who had expertise in family caregiving and elder abuse, qualitative research methods, and family caregiving. All members of the group were involved in discussions about recruitment, analysis, topic page development and dissemination.
Recruitment
Information about the study was sent out through national, provincial and local caregivers' and patients' organizations, health care professionals, and via personal and professional networks. An expert advisory group established for the study (involving clinicians, caregivers, Caregivers' perspectives on the negative consequences of caring, Ormel et al. 
Informed Consent
We employed a two-stage consent process: at the point of interview and when approving use of the final transcript. Following the interview, participants received their transcript and were invited to strike out any text they were uncomfortable with being used for analysis or presentation on the website. The 'marked-up' transcript was then returned to the research team together with a signed copyright form giving permission for the research team to use the material in video, audio and/or text form for the web site, for educational purposes and for future research.
The Interview
Interviews were held predominately in participants' homes or at a preferred community-based location. Qualitative audio or video-recorded interviews were conducted by a senior qualitative researcher , as per the protocol developed for DIPEx UK 24 . Participants could choose whether to use their own name or an alias. Interviews took between 25 minutes and 2.5 hours, and began with an unstructured narrative where participants were invited to tell their story from when they first started caregiving, followed by semi-structured questions where specific issues related to caregiving were explored.
Analysis & presentation of interviews on the website
Interviews were professionally transcribed. Thematic analysis of the interviews was conducted, using NVivo 10 software to help organise emergent (i.e. unexpected) themes as well as those that were anticipated, involving the method of constant comparison 28, 29 . The first 10 interviews were coded independently by two researchers (IO and SL) who then developed an initial coding framework and discussed differences or problems of interpretation, in order to ensure consistency and data quality. A modified grounded theory approach, using the 'one sheet of paper' method, ensured that all of the coded extracts within the theme were included and compared in the analysis 30 . Topic pages presenting the key descriptive themes were prepared for the publication on the www.healthexperiences.ca evidence-based information website 31 (see Table 1 ) including illustrative video, audio or text clips from the interviews. Each topic page was reviewed by 2-3 members of the expert advisory panel to enhance readability, ensure accuracy, and identify evidence-based resources as appropriate. All participants were offered an opportunity to view the website and results before the public launch. Our team conducted further analysis of the data to explore caregivers' perceptions of factors related to the negative impacts on their health and social well-being.
Results
Interviews were conducted in English and French across Canada with participants from East, Central and West Canada, in both rural and urban settings. The sample (n=39) consisted of both males (28%) and females (72%) ranging from 23 to 88 years of age. Table 2 presents the personal characteristics and caregiving status of the study participants. The majority of caregivers were married, and the age when caregiving began varied from 5-60 years (most were 50-59 years old). The majority of caregivers were Caucasian and English-speaking, although there was some diversity of ethnic and cultural backgrounds amongst participants, as well as diversity in their personal situations and types of care recipients. Table 3 presents the illnesses and conditions of the care recipients as described by the caregivers. Several care recipients were reported to have multiple chronic health problems, and despite focusing on chronic physical illness, many participants indicated that they were caring for someone who also had cognitive decline.
In this section, we present key themes from the analysis related to caregivers' perceptions of factors related to the negative impacts on their health and social well-being. This includes: perceived causes of negative impact; the invisibility of the caregiver; unhelpful societal views; and, the lack of resources and timely consistent information. This is followed by a summary of some of the potential solutions identified by the caregivers to help address these issues. Finally, we present emerging ideas about variation of perspectives within the sample across demographic categories that arose in our analysis (within the limitations of the sample and sampling strategy).
Perceived causes of impact on health and social wellbeing
While some participants described the positive effects of caregiving on their own health and life, most emphasized to a greater extent the negative impacts ranging from minor health issues to those more serious. For example, the help that Marlyn provided for her husband demanded an increasing level of physical effort to a point when she hurt her back; it took her two years to recover. She has since learned that she should stop before she injures herself again.
Caregivers also spoke about what they perceived to be the underlying causes of their health problems and the consequences. Val cared for her husband who had chronic obstructive lung disease in the final phase of his illness. Anne was brought to the hospital with what was thought a heart attack but it turned out to be stress.
I think you sleep less and less, and the anxiety gets more and more, and the burden gets more and more. (…) I wasn't about ever to tell him, "No, I wouldn't do it," that I wouldn't lift him, that I wouldn't pick him up push or pull him. (Val, 58 years old, cared for her husband)
They made me stay in for a week, which was great because I just slept for a whole week. It was really nice. Isn't that terrible? That you have to get to that point to take a break? (Anne, 62 years old, cares for her husband and daughter)
Two caregivers, both caring for a spouse with reduced mental capacity, spoke about the impact of abusive behavior by their care recipient, and a few mothers mentioned the negative consequences for children when one spouse cares for another who is ill. Regarding the causes and consequences of caregiving related to their personal health, participants spoke about the increasing burden of care and the resultant fatigue and exhaustion. They described the inability to take breaks or have any respite from their caregiving responsibilities, and their inability to recognize mental or physical health consequences because of their situation, until the problems were more advanced. Caregivers felt invisible and unrecognized in their tasks. They also spoke about experiencing stress caused by societal expectations related to their caregiving role, as well as the lack of resources and information to support them in specific tasks.
Um no I remember one time I was, I won't say who I was talking to on the phone it was some company and the lady heard him blow up and she said "Do you want me to call the police for you?" And I said no, I said he's got a brain
Invisibility of the caregiver
Invisibility was expressed in different ways: family and friends focused on the care recipient; health care professionals sometimes forgot to include them in the coordination of the care; and resources and information were scarce and hard to access. Fernanda speaks about this issue from her experience. Caregivers described feelings of isolation with few opportunities to socialize due to their situations. But it is not only the inability to find time to socialize; caregivers felt a general lack of understanding and acknowledgement in their role amongst friends and colleagues, causing further feelings of isolation.
So if there can be more of an awareness of what it is that caregivers do out there (…) what they go through, what they experience. If they can be heard, if there can be somebody to take the time to hear what they go through and the toughness it is for them, perhaps this will (…) perhaps it gives caregivers (…) it can give a caregiver the
Unhelpful societal views
Despite the above statement, most caregivers received valuable support from at least one or two close friends or family members. However, they also spoke about painful reactions and unrealistic expectations. Several spousal caregivers spoke about the incongruence between their experiences and the expectations that others have of them. These challenges -social isolation, the felt obligations of their role, managing challenging relationships with family, friends and healthcare professionals, personal physical and emotional health consequences -together with the demands of caregiving made it hard for caregivers themselves to acknowledge their own need for help when feeling unwell. Many of the people we interviewed felt that caregivers were invisible to the public and society in general -this was in addition to feeling invisible to the health system, institutions and providers involved in the care of their family member or friend.
I think that a lot
Most caregivers spoke about positive and supportive interactions with health care professionals but also described negative situations. Examples of negative encounters most frequently involved professionals who appeared to lack empathy or an understanding of their situation, or made painful or insensitive remarks, or when healthcare professionals seemed to have unrealistic expectations of what the caregivers should or could do. Dealing with disagreements with healthcare professionals was challenging for most caregivers. It sometimes added to feelings of anxiety, anger, frustration, and reduced trust. 
Considering that the night before I had been up maybe a couple of times because my wife had fallen. And I just thought it was totally uncalled for. Now, this is one small detail and, of course, as you get more and more tired one becomes more vulnerable. So, I don't want to blow this out of proportion. This is just like one incident out of dozens of more positive experiences. But just, the feeling I have is that caregivers are just (…) not that important; we're an invisible minority. And so, if I can help give a voice to this invisible minority, then so be it. (David, 68 years old, cares for his wife)
Specific groups of caregivers described their own unique challenges. Youth caregivers appeared to be particularly vulnerable, and possibly the most invisible of all. A younger caregiver we interviewed was told by a professional that because she had a limited IQ, it was unlikely she would ever be able to live on her own, yet she looked after her mother full-time and had for years. She was involved with a support group for young caregivers in her community. 
A lot of people look at me and my mom and they think
Lack of resources and timely consistent information
Drew, like many others we interviewed, highlighted the importance of providing caregivers with targeted hands-on information, respite services, and access to support groups. These were three key issues that emerged in our analysis of the challenges for caregivers. The constant changing nature of responsibilities, together with the progression of the illness and associated care needs, caused a continuous search for relevant information, resources and potential solutions. Not knowing about existing resources, whom to reach out to, or how to find answers to particular worries were constant themes in caregivers' stories. In general, the caregivers we interviewed had put a lot of effort into finding the right information leading to appropriate resources in the health care system.
And so every number they gave me, I was running into a brick wall and I thought, "How could you possibly give me those numbers and not know that they would not be able to provide the service that I specifically discussed with them." They're obviously not doing their job if they're giving this information to me and telling me to set something up with these people. What is wrong with a system that puts that burden on somebody and doesn't even do the research? (Sheni, 56 years old, cares for her husband and son)
Marc, a caregiver for over 30 years described how he finally came across a 'pivot' nurse (a term used in Quebec for an oncology nurse with a care coordinator role) and how this helped him to find his way in the system. Rowdyneko speaks about the importance of having resources for people that are still relatively young and in the workforce. As an experienced social worker, she didn't realize she could ask for home care services until someone mentioned it to her.
Respite services were considered another essential resource, enabling caregivers to take a break from their day-to-day responsibilities. Participants spoke about the demands of providing continuous care, some involved 24/7 care, and as Shayna said "Nurses have time off, caregivers don't". Arrangements for respite were challenging and depended largely on the availability of local services, or via private organizations at the caregivers' expense. While most caregivers recognized the need to take a respite in order to remain healthy, it was difficult to find appropriate places. 
So
Variation within the sample
In our analysis, we observed some patterns in the experiences of caregivers that were associated with particular demographic characteristics such as age (whether relatively young or much older), relationship to the care recipient (spouse, parent or other), and employment. We are limited here given that our sampling strategy was to ensure maximum variation in experiences rather than representativeness of particular groups or types of caregivers, but we describe below some of these trends that would be interesting to pursue with further research.
Young caregivers (n=5)
While we did not interview caregivers under the age of 18, we did interview 5 adults that started caregiving as a child or young adult (before the age of 25). These participants described missing out on social activities with peers, and having to interrupt their education or go to a local university to be able to continue their caregiving responsibilities. Several spousal caregivers expressed their concern for children in the caregiving situation because of the expectations for involvement in caring for the sick person (from the care recipient), the reduced time and attention from the healthy parent, and general burden of caregiving. Employment and caregiving (n=17) Caregivers who were employed described the effect of caregiving on their professional development and career choices. Working adult caregivers described having to reduce their work commitment to be more available during the daytime; many used all of their vacation days to fulfill their caring responsibilities. On the other hand some caregivers described how the benefits of having work and being able to go out of the home to their job helped them cope better.
I was going to university and my selection as to
I had to teach my children that it's okay to say "no" to
Health care professionals, interviewed as caregivers, are an interesting case. In this study, these participants described many challenges in navigating the healthcare system and worried about how others less familiar with health care managed.
We 
Strengths and limitations
The particular and unique strengths of this study revolve around the approach and the diversity of caregivers' voices in the sample, where we did achieve a satisfactory level of saturation in terms of emergent themes reflecting caregivers' perspectives. We adopted a novel approach involving: a combination of narrative and semi-structured interviews to elicit caregivers' stories and perspectives on their lived experiences, the use of video recording, and the production of a web resource in English and French for other caregivers and healthcare professionals. This form of 'experience as evidence' is now available to inform decision-making by other patients and families, professional education and policy relevant to caregiving and patient-centered care. This approach may also have contributed to the limitations of the study given the use of video, and the explicit knowledge translation objective for a web-based 'product'. It is possible that only certain types of participants volunteered for this study that may have inhibited those less interested in a more 'public' form of engagement in research, although efforts were made to increase participants' comfort level, such as having the option to choose an alias, reviewing the transcript to remove portions as preferred, and the choice of video and/or audio. We also note the large proportion of participants in this sample caring for people with neurological problems in addition to chronic physical illness. While the recruitment was deliberately broad and via multiple sources, and aimed for diversity, it is possible that there was some bias in our approach; it is also possible that caregivers of people with long-term multiple chronic illnesses may be more attracted to this type of study to share their story. The findings however, are consistent with previous research eliciting the perspectives of caregivers. Finally, although we did not exclude any potential participants given their location, and we did travel to a number of rural locations, we did not receive any requests to participate from northern or remote or from Indigenous people. This will be addressed in future research. So, although we had diversity of experience in the sample, we had some but perhaps not maximum diversity on relevant personal attributes of participants across the sample. We explicitly excluded caregiving for people whose initial diagnoses was related to cognitive and mental health problems given the evidence and clinical perspective that this entails substantially different experiences for caregivers -this will also be the subject of a future research proposal from our team.
Implications for policy, practice and future research
The results of this study have important implications for policy, practice and future research. There is strong evidence emerging from this study and others, that support for caregivers must be strengthened given health system resource constraints and changing societal demographics, but also given evidence of the benefits of patient-centered care, emphasizing choice and place of care as part of an effective and efficient healthcare system. The development of new policies from some provincial governments 18 to provide financial compensation and enhanced services for caregivers are promising and necessary interventions, but likely insufficient to address the range and depth of health and social care needs expressed by caregivers. Recognition of caregivers role and personal as well as social care needs at the service level and the burden created by health and social services 34 also requires strengthening; this has implications for training healthcare professionals, the design of facilities and services to not only accommodate but support caregivers, and for training caregivers themselves. Healthcare teams that are better equipped to acknowledge and engage with caregivers in response to the sorts of needs identified in this study, but targeted to individual needs and concerns, will contribute to the overall reduction of the caregiving burden, and related health and social consequences. Promising interventions include the appointment of case managers, or pivot (or navigation) nurses that would support caregivers 35 , training for caregivers 34 , self-directed financing options 18, 36 and respite services for caregivers 18 .
Further evaluation of such programs and interventions will contribute to a better understanding of which programs work well for whom and why. Finally, descriptive and comparative research on various policies and approaches adopted by different countries and jurisdictions to support caregivers will increase our understanding of the costs and benefits of such efforts.
